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This chapter provides a background to and discusses the significance of research in
caregivers of children with mental health needs. The study reviews the current evidence on
caregiver burden and the often neglected mental health needs of caregivers. The chapter also
presents the problem statement, the aim and objectives of the study.
1.1 Background and context of the study
Caregiving is a normal part of being the parent of a young child, yet this role takes on a
completely new dimension when caring for a mentally ill child with psychological and or
functional limitations. The foremost challenge for many parents is managing their child’s
chronic health problems effectively whilst coping with requirements of everyday life. There
have been several studies that have evaluated the burden of care in caregivers of mentally ill
children (Anjuman et al. 2010, Mendenhall et al. 2011, Meltzer et al. 2011, Yusuf et al.
2013, Nehra 2014), with the vast majority set in developed countries and suggesting high
levels of burden and emotional distress of varying severity. However no such study has been
conducted in KwaZulu – Natal (KZN), South Africa, a developing world setting with a large
population of young people, limited mental health resources and a multicultural population.
Burden of care has been defined as “the presence of problems, difficulties or adverse events
which affect the lives of the psychiatric patient’s significant others” (Dada et al. 2011). This
is directly related to the difficulties experienced in the course of caring for the mentally ill
child and the chronicity of such care.  The impact of living with a mentally ill person is felt
across multiple facets of family life, including family interaction, family morale, family
routine, family emotional stress and social dysfunction.  Amongst the first degree relatives of
mentally ill children, more subtle distress is propagated by the associated stigma, feelings of
guilt and self-blame creating further stress.
Caregiver strain has two dimensions, objective burden is regarded as the observable
disruption of aspects of the caregivers’ life (financial strain, interruption of career,
interruption of social life), and subjective burden is the extent to which the caregiver
perceives care responsibilities to be stressful (anger, sadness, embarrassment, worry, anxiety,
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stigma) (Anjuman et al. 2010). Subjective burden is an important predictor of health
utilisation, as often subjective distress in the parent/caregiver results in more frequent visits to
health facilities and caregivers seeking additional treatment for the child. The impact of the
caregiver subjective burden, manifested as repeated visits, impacts on health service load
without addressing the core problem, caregiver emotional distress.
Caregivers are not necessarily parents, care is generally provided because of emotional
bonding, guilt, family duty and lack of alternative community based care resources. As the
number of children with mental illness is increasing, the number of children requiring care
from relatives is also growing. Consequently, there is an increasing demand to understand the
needs of caregivers. Understanding caregiver needs is crucially important for planning
interventions and testing the value of programmes to support caregivers. This is critical as
parental strain has a detrimental effect on parental health (increased anxiety, depression,
physical ill health and increased smoking and drinking) which in turn may negatively impact
on the child’s mental health. It is therefore important to reduce the caregiver’s burden in the
interest of the caregiver and child, so that parents can provide sufficient care and maintain
their own healthy life (Anjuman et al. 2010). This study thus sought to identify caregiver
burden and depression and anxiety in caregivers of children with mental health needs.
Study context
The study is set in KZN, one of the most populous provinces in South Africa. It is estimated
that 18.5% of South Africans are in the 10-19 year age group. The majority of the population
relies on public health services (Statistics South Africa, General Household survey 2014).
The province has limited adult and even more limited child mental health services with only
two child psychiatrists registered in the public health sector. There are very limited
community and psycho-social programs to provide support to children and families with
mental health needs. Thus it is hoped that this study provides the incentive and evidence for
funding such programs.
1.2 Research Question
Caring for children with mental illness is associated with high levels of emotional distress
(depressive and anxiety symptoms) and caregiver burden amongst primary caregivers.
The main purpose of this study is to determine the prevalence of anxiety and depression in
caregivers of children and adolescents with mental illness and identify factors associated with
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increased risk of emotional distress and burden of care at two psychiatric clinics in Durban,
KwaZulu Natal, South Africa.
The research problem may be summarised by the following questions:
1. What is the socio-demographic profile of caregivers and children with mental health
needs?
2. What is the prevalence of depression and anxiety in caregivers of children with
mental health needs?
3. What is the caregiver burden associated with care of children with mental health
needs?
The study objectives include:
o Description of the demographic profile of caregivers of mentally ill children attending
psychiatric clinics
o Determine the prevalence of anxiety and depressive symptoms in caregivers of
children with mental illness attending psychiatric clinics
o Identify the demographic characteristics of caregivers and children that are associated
with anxiety and depression in caregivers and possibly predict for emotional distress
o Identify the clinical variables in the child associated with caregiver anxiety and
depression
o Measure the level of burden of care experienced by caregivers
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1.3 Critical Literature Review
Approximately 14% of the global burden of disease has been attributed to neuropsychiatric
disorders, mainly due to the chronically disabling nature of depression and other common
mental disorders, and such estimates have drawn attention to the importance of mental
disorders for public health (Prince et al. 2007). Anxiety and depressive disorders are the most
common disorders in the general population and it is predicted that by 2020 depression will
be one of the leading causes of disability globally (Murray et al. 1996).
Anxiety and depression in caregivers
The South African Stress and Health Study (SASH) reported high prevalence rates of mental
illness amongst adults in the general population, with a 30.3% lifetime prevalence rate for
any mental disorder. Eleven percent of respondents had two or more lifetime disorders and
3.5% had three or more lifetime disorders. The most prevalent class of disorders was anxiety
disorders (15.8%), followed by substance use disorders (13.3%) and mood disorders (9.8%).
The most prevalent individual lifetime disorders were alcohol abuse (11.4%), major
depressive disorder (9.8%) and agoraphobia without panic (9.8%). Female gender, 35-49 year
age group and marital status of being separated, widowed or divorced demonstrated increased
risk for any disorder and increased severity (Herman et al. 2009). Another South African
rural community prevalence study by Bhagwanjee et al. (1998) reported weighted prevalence
for generalised anxiety and depressive disorders was 23.9%, with significant associations
between diagnoses and age, marital status, employment, income and educational level.
In a more recent South African study that described the burden of mental health disorders
among caregivers of young children (4-6years) living in an environment of poverty and high
human immunodeficiency virus (HIV) sero-prevalence, 31.3% of caregivers screened
positive for at least one psychiatric disorder, with post-traumatic stress disorder being the
most common. Caregivers who screened positive for any disorder were more likely to be
older, to have no individual source of income and to have less formal education. Known HIV
infected caregivers were more likely to have a mood disorder than caregivers who previously
tested HIV negative (Chhagan et al. 2014). In a study in China, Liu and colleagues found that
parents of mentally ill children experienced additional stress in their life, and 97.9% of
parents reported increased anxiety (Liu et al. 2007).
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Considering these findings, the primary caregivers of children with mental illness, in the
public health sector, who are often female, single and from poor socioeconomic conditions
appear to be at increased risk of mental illness (Anjuman et al. 2010, Dada et al. 2011, and
Ambikile et al. 2012). In addition, the vulnerable often do not access appropriate health care
due to poor access to care, stigma and the cultural context of experience and expression of
psychiatric disorders but rather resort to coping mechanisms such as alcohol and substances
to treat their high levels of daily stress (Prince et al. 2007).
The significant lack of resources for mental health care in KZN, South Africa places
considerable strain on families and caregivers of mentally ill individuals (Burns 2011). The
magnitude of the burden of disease related to child and adolescent mental disorders is
difficult to quantify. It is important to highlight that worldwide up to 20% of children and
adolescents suffer from a disabling mental illness. Disorders identified as priority areas,
based on their higher frequency of occurrence, degree of associated impairment, therapeutic
interventions and long term consequences, include attention deficit hyperactivity disorder
(ADHD), learning disorders, depression, suicide, psychosis, autistic spectrum disorders,
anxiety disorders, Tourette’s syndrome, conduct and behavioural disorders and substance use
disorders (WHO, 2003). Within the South African context, the effects of poverty, the HIV
epidemic, poor access to education and underdeveloped rural and community health
programmes magnify the effects of mental illness for the patient, carers and the community.
A systematic review that assessed the prevalence of child mental health problems in sub-
Saharan Africa reported considerable levels of mental health problems among children and
adolescents (Cortina et al. 2012). Fourteen percent of children were identified as having
psychopathology; 1 in 7 participants experienced significant difficulties and 1 in 10 had a
specific psychiatric diagnosis. Evidence supports a multifactorial cause for mental disorders
in young people; with poverty and social disadvantage strongly associated with mental
disorders (Cortina et al. 2012). Longitudinal studies have also shown that factors such as a
sense of connection, low levels of conflict and an environment in which the expression of
emotions was encouraged protected against the development of behavioural or emotional
disorders in children (Patel et al. 2007). Studies suggest that consistent and engaging
parenting styles, parents and friends who model health behaviour, being in full time
education in a school which promotes learning by addressing individual needs, and
involvement in community and religious observance are protective (Patel et al. 2008).
Perhaps the single most important factor for building resilience in youth is to enable parents
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to provide adequate psychosocial stimulation during early childhood. A recent report on
resilience concluded that “the key to giving young people a good start in life is to help their
parents”, because responses to adverse situations are shaped by early life experiences (Patel
et al. 2007). This clearly highlights the need for a proactive approach to managing child
psychiatric problems and focus attention on caregiver wellbeing to optimise child and family
outcomes.
Caregiver burden
While caregiving and parenting is a normal part of being the parent of any young child,
providing high levels of care often required by children with mental health problems can
become burdensome and may impact on the psychological and physical wellbeing of the
caregiver.
Previous studies on emotional distress in caregivers of children with mental illness have
provided consistent evidence that caregivers of children with chronic mental illness suffer
from moderately high levels of caregiver burden which occur as a result of the challenges
encountered whilst caring for a mentally ill child (Dada et al. 2011; Anjuman et al. 2010).
Burden of care is predicted by the presence of psychiatric co morbidity in the caregiver, level
of functioning of the caregiver, level of functioning of the child, degree of impairment as
assessed by the caregiver and educational level of the child. Lower levels of education of
children showed significant association and predicted higher burden of care, possibly because
those with higher education levels were better able to care for themselves (Dada et al. 2011).
Anjuman and colleagues reported that almost half of the caregivers showed high burden of
care and the majority experienced mental distress. In their study in Pakistan, 49% of
caregivers had high burden of care, 6% suffered from anxiety and insomnia, 52%
experienced somatic symptoms and 48% suffered from severe depression (Anjuman et al.
2010).
A recent study in Tanzania, Africa, highlighted the social, economic, psychological and
emotional challenges experienced by caregivers living with mentally ill children.  Three
major themes identified in their study with regards economic challenges, included existing
poverty, interference with income generating activities and extra expenditure due to illness
(Ambikile et al. 2012). Psychological and emotional challenges in this third world setting
were similar to those described in the first world setting with caregiver worry over long term
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consequences for the affected child being a common concern (Meltzer et al. 2011). Other key
emotional manifestations described by participants were sadness, bitterness, inner pain and
difficulty in communicating with their children. The challenges of inadequate social services
in Tanzania mirror the South African context and highlighted the dire need for special needs
school programs and day care facilities. Importantly, the need for synergy amongst health and
social services was raised (Ambikile et al. 2012, Meltzer et al. 2011).
Moreover, over half of parents in a study in China indicated that their leisure time was
significantly decreased, and over a third of parents reported that they were reluctant to invite
friends into their house since their child had developed mental problems (Lui et al. 2007).
Thus parental feelings of burden and stigma seem to be evident across cultures (Aneshensal
et al. 1995).
A Nigerian study on emotional distress associated with caring for epileptic patients, found
similarly high levels of emotional distress amongst caregivers.  Emotional distress was
significantly related to male gender, providing care for a male patient, siblings as caregivers
and residing in a rural area was associated with increased burden (Yusuf et al. 2013).
Raina and colleagues reviewed the evidence and explored models for the process of caregiver
burden in children with developmental disabilities and described that, for each individual, a
number of psychosocial mechanisms may exist that regulate the impact of stress on health
and well-being. The characteristics of the caregiver, the recipient of care, the shared history,
and the social, economic and cultural contexts within which they find themselves combine to
create an infinite variety of circumstances from which stress may originate or be managed.
Individuals typically occupy multiple roles in life, such as family and occupational roles.
Becoming the caregiver of a child with long term disability introduces an additional role,
requiring rearrangement of priorities and redirection of energy. Not only is this likely to
produce strain at a personal level but it is also likely to spur a range of reactions (potentially
negative) from various people who are interconnected to a person through his or her roles
outside the realm of caregiving (Raina et al. 2004). Stress is therefore understood to arise at
the level of care for the child and in other areas of life.
Raina et al. (2004) further explained that the unexpected career of caregiver for children with
disability results in a multifaceted, complex and stressful life situation that can have
important consequences if not supported by health and psychosocial services. Importantly the
caregiving process is a dynamic process, where an individual proceeds through a series of
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stages, necessitating considerable transitions and restructuring of responsibility over time. It
is important to note that becoming an informal caregiver is not typically chosen or planned,
people do not often envision being in a caregiver role when they project themselves into the
future. Thus preparation for this role will most often occur only once it is acquired.
The relationship between caregiving and health is described generally in terms of stress.
Stressors maybe defined in the context of caregiving as “the problematic conditions and
difficult circumstances experienced by caregivers” (Aneshensel et al. 1995). Highlighting
that stress develops at the intersection between internal states and external demands,
especially when external demands collide with and overpowers internal coping mechanisms.
This explains why some caregivers are less affected by caregiver stressors and cope well
versus those who are significantly affected (Raina et al. 2004).
Severe mental illness in children can significantly impact parents who care for these children
in both positive and negative ways, with strain and enrichment manifesting in all areas of
caregivers’ lives, including work, mental and physical health, social and family relations.
Predictors of caregiver strain included severity of the child’s illness and impairment, race and
social support (Meddenhall et al. 2011). This is supported by a study of caregivers of children
with intellectual disability which highlighted that comorbid behavioural problems were found
to contribute significantly to caregiver stress (Nehra et al. 2014). The indirect costs of
caregiving borne by caregivers is significant, however the subjective gains and satisfaction of
caregiving are also emphasized by the author. Researchers concluded that as youth’s
symptoms improved, caregiver’s symptoms might also benefit from reduced stress associated
with a symptomatic child (Nehra et al. 2014).
In addition to the economic impact of caregiving, caregiver burden impacts on a variety of
domains including social functioning and relationships within the family. In a survey by
Meltzer et al. approximately half the parents of children with conduct disorder reported that
they felt restricted in social activities with or without their children, embarrassed about their
child’s problems, and that these challenges also made the relationship with their partner more
strained. Parents felt embarrassed and stigmatised and therefore hid their feelings, further
exacerbating the situation. In this survey the elevated rates for burden of care in parents of
children with externalising disorders compared to internalising disorders was explained as
being related to more persistent and visible symptomatology in the externalising group and
more sympathy for parents of children with internalising disorders versus blame against those
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whose children had externalising disorders. Interestingly the study also reported that more
parental burden/embarrassment resulted from gender atypical disorders, that is, girls with
behavioural problems and boys with emotional problems (Meltzer et al. 2011).
This was further explored by Vaughan et al. (2013) in an American study which investigated
the relationship between child symptoms and caregiver strain among 177 youth and their
caregivers in a school based system of care. Youth were grouped by symptom domain into
internalising group, externalising group and combined internalising/externalising group.
Results revealed significant group differences on measures of caregiver strain and parenting
stress. Caregivers of youth with combined symptoms reported the highest levels of strain,
with impact on caregiver ability to carry out day to day tasks, form a close relationship with
their child, or to cope with negative feelings they had about their child.
The impact of externalising disruptive behaviour on caregiver distress is further supported by
a study that examined the impact of young children with externalising behaviours
(hyperactive, aggressive behaviours) on their families, which concluded that compared to
normally developing children, parents with externalizing children reported more negative
impact on social life, more negative and less positive feelings about parenting, and higher
child related stress (Donenberg et al. 1993). Moreover, parents of externalising children
reported high levels of impact and stress similar to those reported by parents of children with
autism. The authors highlighted, the impact on families of children with externalising
behaviours may be only partly accounted for by the child’s behaviours per se. They felt
attributions about the child’s behaviour and the frequently lacking clear diagnosis may have
played a role in increased parental stress in this group. Unlike in the case of children with
autism or other handicapping conditions, where the disruptive behaviour is attributed to low
intelligence or the disorder, externalising children’s disruptive behaviour was often attributed,
by parents themselves and others, to the child intentions or child rearing deficiencies
(Donenberg et al. 1993). Additionally, levels of burden were influenced by services available,
with increased specialised and support services reducing caregiver stress, as for the autistic
group (Donenberg et al. 1993).
Caregiver burden also varies depending on the type of illness or diagnosis in the child.
Meeting the high care demands of caring for children with autism spectrum disorders is
extremely challenging with many parents reporting considerable problems combining daily
activities with care, financial problems or depressive mood (Hoefman et al. 2014). A survey
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of 219 parents of children with autism, found that more than 80% reported sometimes being
stretched beyond their limits, with mothers reporting higher stress levels than fathers
(Sharpley et al. 1997). The three most stressful factors being, “concern over the permanency
of the condition, poor acceptance of autistic behaviours by society, and often by other family
members and the very low levels of social support received by parents” (Johnson 2016).
Comorbid disorders also increase burden of care. In child psychiatric practice comorbidity
may be considered the rule rather than the exception. The parents of children with ADHD and
multiple comorbid conditions experienced the highest level of depression, stress and burden
of care in a study of the additive effects of care for children with comorbid conditions
compared to children with ADHD only (Rokhill et al. 2013).
Thus from the available literature we recognise that parents of children with mental illness
worry about everything from general physical and mental health, levels of children’s
achievements versus parental expectations, family disharmony, from support networks to
societal acceptance, parents are stressed and angry, and parents of children with comorbid
conditions and externalising behaviours are more stressed and experience higher levels of
burden (Donenberg et al. 1993, Meltzer et al. 2011).
Appreciating caregiver distress is critical as research in high income countries has repeatedly
demonstrated the deleterious impact of maternal mental health disorders on growth,
development and behaviour of their children, but in low and middle income countries these
issues are inadequately studied (Chhagan et al. 2014).
Parental influence on the emotional development of children is critical in the case of children
with mental illness. The overall development of children is dependent on supportive
parenting to foster confidence and growth. Longitudinal attachment studies have shown that
children with anxious attachment were more likely to be emotionally disturbed and display
low self-esteem (Mattejat et al. 2008). Studies have also consistently demonstrated that
depressed mothers put a child at risk of developing emotional problems due to greater levels
of indifference towards their children, reduced social exposures and stimulation (Adrian
1993, Goodman 1999). Thus screening for mental illness among parent of children with
mental health needs is critical to improve quality of life for parents, children and the family.
Finally, in spite of effective interventions for the care of children and adolescents with mental
disorders, a huge proportion of these caregivers do not access care for themselves due to
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barriers which include a lack of awareness, poor access to resources (financial, human,
facilities) and stigma. Stigma is experienced by patients and ironically those providing care
for them at all levels of society. Stigma is defined as an actual or inferred attribute that
damages the bearers’ reputation and degrades him/her to a socially discredited status (Mukolo
et al. 2011). Stigma has been identified as a likely key factor in mental health services access
and utilization, particularly under-utilization of existing services by some segments of
society, most notably minority racial/ethnic children. In child mental health services, the role
of stigma is presumed to be significant with implications for caregiver strain and burden of
care. One way parents/ family caregivers cope with children’s mental health problems is to
seek mental health services, stigma towards mental health services compounds the burden of
care and caregiver help seeking behaviours. Mukolo et al. (2011) reported that negative
public responses included preference for social distance from the child/family, the distancing
of the child from other children, blaming the child’s family for the child’s problems, and
preference for severe treatment modalities for the child including treatment in restrictive
settings.
We therefore need to support campaigns to reduce stigma, especially as it impacts entry to
care and continuum of care with significant implications to patient and caregivers.
Interventions to reduce barriers to care and therefore caregiver stress need to focus on
improving family communication, increasing awareness of and access to psychosocial
programmes, promotion of service integration, establishing alliances with religious bodies for
appropriate referrals and treatment, utilising scarce resources such as non- governmental
organisations (NGO), encouraging development and implementation and monitoring of
national policies for child and adolescent mental health services.
Studies collectively demonstrate the significant burden associated with caring for a mentally
ill individual. Children are dependent on their caregivers for basic needs, support, protection
and love. Mental disorders in childhood are often chronic and disturbing, requiring significant
attention and support from caregivers. Caregivers require support services and screening for
emotional distress to ensure good outcomes for themselves and their children (Meltzer et al.
2011, Mendenhall et al. 2011, Ambikile et al. 2012).
Research has identified increased caregiver emotional stress and various physical, emotional
and psychological, social and economic challenges that contribute to and are predictors of
caregiver strain and burden. Child and parental factors such as psychiatric or medical
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comorbidities, levels of impairment, levels of education, coping skills, socio-economic status
and support structures for either group (Dada et al. 2011). Understanding how to manage the
negative consequences of caregiving is critical to developing and implementing realistic,
appropriate response strategies. Appreciating the scope of the problem locally, will guide
interventions for successful management of child mental illness which must incorporate
efforts to enhance caregiver strengths and resources and decrease pertinent aspects of
caregiver strain, therefore improving the health and functioning of the entire family.
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Anxiety, depressive symptoms and caregiver burden amongst caregivers of children
with mental illness
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Background: Studies on emotional distress in caregivers of children with mental illness have
provided evidence for high levels of anxiety, depression, caregiver burden and emotional
distress, which may negatively impact on child care.
Objectives: To investigate the prevalence of anxiety, depression and burden of care in
caregivers of children and adolescents with mental illness at two psychiatric clinics.
Methods: A questionnaire study of 121 adult caregivers of children with mental illness was
conducted. Assessments included a socio-demographic questionnaire, Patient Health
Questionnaire (PHQ-9), Generalised Anxiety Disorder-7 Questionnaire (GAD-7), and the
Child and Adolescent Impact Assessment (CAIA).
Results: The caregivers were predominantly female (n=96, 79.5%), married (n=72, 59.5%)
and had completed secondary education (n=71, 58.7%). 54 (44%) participants reported
depression with a mean PHQ9 score of 5.75 and 65 (54 %) reported anxiety symptoms with
the mean GAD7 score of 5.71. Caregiver burden was predominantly reported in the domains
of restrictions in activities (n=40, 32.8%), feelings of personal well-being (n=37, 30.7%) and
economic impact (n=21, 17.4%). The caregivers of children with attention deficit
hyperactivity disorder (ADHD) reported higher anxiety levels (p=0.023) than for autistic
children. A diagnosis of autistic spectrum disorder was associated with higher income impact
(p=0.004) and restrictions impact (p=0.001) than for children with ADHD diagnosis in terms
of perceived caregiver burden.
Conclusion: The high levels of depression and anxiety symptoms amongst caregivers
suggests the need for better screening and psychosocial support programs that focus on
impact of caregiving on mental health, income and social restrictions.





Caregiving is a normal part of being the parent of a young child, yet this role takes on a
completely new dimension when caring for a mentally ill child with psychological or
functional limitations. The foremost challenge for many parents is managing their child’s
chronic health problems effectively whilst coping with routines and requirements of everyday
life. This may result in increased mental health problems and caregiver burden.
In a South African study that described the burden of mental health disorders among
caregivers of young children (4-6years) living in an environment of poverty and high human
immunodeficiency virus (HIV) sero-prevalence, 31.3% of caregivers screened positive for at
least one psychiatric disorder, with post-traumatic stress disorder being the most common.
Caregivers who screened positive for any disorder were more likely to be older, to have no
individual source of income and to have less formal education. Known HIV infected
caregivers were more likely to have a mood disorder than caregivers who previously tested
HIV negative (Chhagan et al. 2014). In a study in China, Liu and colleagues found that
parents of mentally ill children experienced additional stress in their life, and 97.9% of them
reported increased anxiety (Lui et al. 2007).
Burden of care has been defined as “the presence of problems, difficulties or adverse events
which affect the lives of the psychiatric patients’ significant others” (Dada et al. 2011). This
burden is directly related to difficulties experienced in the course of caring for the mentally ill
child and the chronicity of such care. The impact of living with a mentally ill person is felt
across multiple facets of family life, including family interaction, family morale, family
routine, family emotional stress and social dysfunction.  Amongst first degree relatives of
mentally ill children, more subtle distress is propagated by the associated stigma, feelings of
guilt and self-blame (Mendenhall, 2011).
Previous studies on emotional distress in caregivers of children with mental illness have
provided consistent evidence that caregivers suffer from moderately high levels of caregiver
burden secondary to challenges encountered whilst caring for a mentally ill child.  In a study
by Angold et al. (1998), 16.8% of caregivers reported burden of care and similarly more
recently 25% of caregivers of patients with epilepsy reported moderate to severe burden of
care in Nigeria (Dada et al. 2011).
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Emotional distress/mental health problems and caregiver burden is influenced by several
factors including parental, child and environmental variables (Liu et al. 2007, Dada et al.
2011 and Vaughn et al. 2013). Environmental factors associated with increased caregiver
burden include residing in rural areas with limited access to health care facilities, lack of
support structures, family dysfunction, living under poor socio-economic conditions and
stigma (Raina et al. 2004, Caqueo-Urizar et al. 2009 , Yusuf et al. 2013). Stigma has been
identified as a likely factor in mental health service under- utilisation, especially for minority
ethnic/racial groups, with resulting implications for caregiver strain and burden of care
(Mukolo et al. 2011). Socioeconomic variables have emerged as key correlates of exposure to
care related stressors, and socioeconomic resources may help to contain the extent to which a
patient’s condition becomes burdensome (Raina et al. 2004). Evidence from numerous
studies on parental/caregiver factors, suggest male caregiver gender, single mothers, younger
age, lower levels of caregiver education, presence of  parental psychopathology, low level of
functioning and low self - esteem were significantly associated with increased experience of
caregiver stress and burden (Cook et al. 1994, Raina et al. 2004, Dada et al. 2011).
Studies have evaluated ethnic/racial differences in relation to caregiver strain; findings
indicate that White parents report substantially more burden than Black parents, with
differences remaining after controlling for income, gender, age, diagnosis and perceived
stigma (Horwitz et al. 1995, Kang et al. 2005).
Child factors include male gender, type of behaviour, diagnosis, severity of mental illness,
the presence of emotional or physical comorbidities and level of education (Houtrow et al.
2011, Dada et al. 2011 and Yusuf et al. 2013).  Houtrow and colleagues found among
families of children with mental health problems, 28% reported family burden, and the
experience of burden was more frequently reported in children with moderate to severe
mental health problems compared to those with mild mental health problems (Houtrow et al.
2011).  African and international studies have found lower child educational level and
severity of child problems to be a consistent and significant predictor of caregiver burden
(Brannan et al. 2006, Liu et al. 2007 and Dada et al. 2011).
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Thus the better understanding of emotional distress and caregiver burden amongst caregivers
of children with mental health needs will improve health outcomes for families and the
paediatric patient.
Aims
This study therefore aims to describe the prevalence of anxiety and depressive symptoms in
caregivers and the socio-demographic and clinical characteristics that are associated with
anxiety and depression in caregivers. This research also sought to measure the level of burden
of care experienced by caregivers.
Method
A cross-sectional questionnaire study was conducted among consecutive adult caregivers of
children attending psychiatric services at 2 hospitals. Both facilities are situated in Durban,
Kwa Zulu-Natal, South Africa and are the only units that offer specialist child psychiatric
services with a child psychiatrist managing services. Data were collected over a 4 month
period from November 2014 to February 2015.
Participants
121 adult caregivers of children aged 1-18 years with mental illness attending a psychiatric
service were recruited. Caregivers had to be living with the child and be responsible for the
child’s care, literate and able to speak English. Exclusion criteria included caregiver mental
illness prior to child’s mental illness, caregiver history of general medical illness that may
contribute to mental illness, or history of recent bereavement. Caregivers of children with a
current significant general medical illness that required additional care were not included.
Instruments
Brief case finding instruments used included:
A structured socio-demographic questionnaire for socio-demographic data of caregiver, child
and clinical information.
The Patient Health Questionnaire (PHQ-9) by Spitzer et al. 2006: The PHQ-9 is a
multipurpose instrument for screening, diagnosing, monitoring and measuring the severity of
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depression. It is suitable for use in screening for depression among parents of children with
severe disabilities (Blucker et al. 2011). Scores between 0 and 4 indicate no depression, 5–9
indicate mild depression, 10–14 indicate moderate depression, 15–19 indicate moderately
severe depression, and 20/more indicate severe depression.
The Generalised Anxiety Disorder-7 Questionnaire (GAD-7) by Spitzer et al. 2006: It is a
self-report questionnaire for detecting common anxiety disorders independently and when
they are comorbid with depressive disorders. Scores range from 0–21. Scores ranging from 5-
9 indicate mild, 10-14 indicate moderate and 15-21 indicate severe anxiety symptoms.
Child and Adolescent Impact Assessment (CAIA) (Angold et al. 1998): The CAIA measures
family burden associated with childhood psychiatric disorders and is designed for use as a
research instrument. The instrument measures 6 domains of burden; economic impact, impact
on family relationships, impact on other relations, restrictions in activities, responsibility for
problems and impact on the feelings of personal well-being.
Statistical Analysis
The data was analysed using the Statistical Package for Social Sciences (SPSS version 23).
Descriptive statistics involved frequency counts for demographic data. As all the instruments
yielded ordinal data, statistical computations then used non-parametric techniques. The
Mann-Whitney U-test was used for all two-group comparisons, and the Kruskal-Wallis test
was used for comparisons involving three or more groups. The Spearman Rank Order
Correlation was used for analysing potential relationships between the dependent measures.
The level of significance was set at an alpha level of 0.05.
Our sample consisted largely of children with Attention deficit hyperactivity disorder and Autism
spectrum disorders, given that there are differences in the clinical presentation, treatment
modalities, prognosis and social perceptions about these disorders, the impact of the individual
disorders on parental well- being and burden of care was further explored in this study.
Ethical considerations
The study was approved by the University of KwaZulu-Natal’s Biomedical Research Ethics




One hundred and twenty one adult caregivers were included.
Demographic profile of caregivers:
The caregivers were predominantly female with a mean age of 34.99 years [SD 10.38 median
31 years] and 74% were mothers. Table 1 summarises the socio-demographic profile of the
caregivers.
Prevalence of Anxiety and Depression, and Caregiver Burden:
Fifty four (44%) caregivers reported scores of greater than 4 on the PHQ9 suggesting the
presence of depression. Of these 33(27%) caregivers scored 5-9 (mild depressive symptoms),
10(8%) scored 10-14 (moderate symptoms), 6(5%) scored 15-19 (moderately severe
symptoms) and 5(4%) scored 20 or more (severe depression). Sixty seven (56 %) scored 4 or
less for depressive symptoms. The mean PHQ 9 score was 5.75 (SD 5.98) (mild depression)
amongst all the caregivers.
Sixty five (54%) of caregivers reported anxiety symptoms, with mild anxiety reported among
45(44.1%), moderate anxiety in 11(10.8%) and severe anxiety in 9(8.8%) caregivers. The
mean GAD7 score was 5.71, (SD 5.03) (mild anxiety) for the entire group.
Caregiver burden was predominantly reported in the domains of restrictions in activities
(n=40, 32.8%), feelings on personal well-being (n=37, 30.7%) and economic impact (n=21,
17.4%). The reported caregiver burden in each domain was: restrictions in activities (mean
score on CAIA 1.97; SD 2.05), feelings on personal well-being (mean score on CAIA 4.60;
SD 2.89) and economic impact (mean score on CAIA 1.40; SD 1.68), whilst there were
minimal reports of impact on income loss (mean 0.74; SD 1.65), stigma (mean 0.14; SD 0.47)
and health impact (mean 0.47; SD 1.22).
Caregiver demographic variables with anxiety, depression and caregiver burden:
Gender
Female gender of caregiver was significantly associated with increased reports of burden of
care in the domain of feelings of personal well-being on the CAIA (mean 4.88; SD 2.736;
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p=0.027) compared to male gender (mean 3.71; SD 2.199).  There were no other significant
gender differences in caregiver burden domains or emotional distress measured by anxiety
and distress.
Marital Status
The marital status of married was only associated with higher burden on the domain of health
impact (mean 0.41; SD 0.957; p=0.024) than single caregivers (mean 0.00, SD 0.00). There
were no other significant associations with marital status.
Race
White caregivers scored higher depression (mean 10.36; SD 7.298; p=0.005) and anxiety
scores (mean 9.27; SD 7.976; p=0.006) compared with other race groups (Black African,
Coloured and Indian). White caregivers also reported greater impact on feelings of personal
well-being (mean 6.45; SD 3.012; p=0.003) and health impact on the CAIA (mean 0.91; SD
1.044; p=0.003), while Indian caregivers reported significantly higher stigma (mean 0.15, SD
0.534; p=0.033). No other significant associations for race and other caregiver domains.
Table 2.
Educational level
The significant associations were that caregivers with a lower educational level (incomplete
secondary schooling) reported significantly higher anxiety (mean 8.50; SD 5.803; p= 0.017)
and a primary school education was associated with higher scores on economic impact (mean
4.25; SD 2.363; p=0.001) than incomplete secondary schooling (mean 0.94; SD 0.938) or
complete secondary schooling (mean 1.10; SD 1.24). The presence or absence of tertiary
education yielded no significant differences for depression, anxiety or on caregiver burden
domains (p>0.05).
Relationship of Caregiver to child
Mothers showed significantly higher levels of anxiety (mean 5.87; SD 5.294; p=0.045), and
experienced higher impact on feelings of personal well-being on the CAIA (mean 4.89; SD
2.652; p=0.004) in comparison to fathers with anxiety scores of (mean 3.43; SD 2.760) and \
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feelings of personal wellbeing scores of (mean 3.14; SD 1.574).  There were no associations
for depression or other caregiver domains.
Stigma
Fifteen (12.3%) caregivers reported stigma. The significant association for caregivers who
reported stigma was on economic impact (mean 2.50; SD 2.380; p=0.001) only when
compared to those who did not report experience of stigma (mean 1.17; SD 1.367).
Demographic and clinical of the children with mental illness:
The demographic and clinical profile of the children is described in Table 2. There was a
predominance of boys with a 1:4 ratio of girls to boys. The most common diagnoses in the
children was attention deficit hyperactivity disorder (n=fifty six, 59.6%) and autism spectrum
disorder (n= twenty two, 23.4%).
Child demographic and clinical variables and caregiver anxiety, depression and care
burden:
The caregivers of boys scored significantly higher on the restrictions impact (mean 2.27; SD
2.195; p=0.13) compared to caregivers of girls (mean 1.67; SD 2.017).
Caregivers of children in mainstream education reported lower restriction impact score (mean
1.42; SD 1.918; p=0.002) than children with special schooling needs (mean 2.32; SD 2.033).
The number of children receiving treatment in the family did not yield any significant
differences for emotional distress or caregiver burden (p>0.05). Family history of mental
illness and the duration of treatment were also not associated with depression, anxiety or
caregiver burden impact (p>0.05).
Finally, caregivers of the children with a diagnosis of either ADHD or autistic spectrum
disorder (ASD) were compared for emotional distress and burden of care (Table 3). The
caregivers of children with ADHD showed significantly higher anxiety (mean 5.89; SD
4.648; p=0.023). A diagnosis of autistic spectrum disorder was associated with higher impact
on caregiver income generation (mean 1.17; SD 2.036; p=0.004) and restrictions in caregiver





The support structures used by the caregivers for assistance included single and multiple
structures. Eighty five (70.24%) respondents used multiple structures, with family being the
most common source of support (27.6%), followed by friends (20.4%), school structures
(18.8%), psychologists (9.2%), social workers (6.6%) and religious structures (5.3%).
Perception of cause of condition:
The caregivers’ perception of aetiology for the child’s condition is reported in Table 4. 32.2%
of caregivers attributed causality of illness to religious belief whilst 31% of caregivers
perceived causality of illness to be genetically based.
Discussion
The key findings of this study were that there were significant levels of anxiety and
depression and burden of care particularly relating to feelings of personal well-being and
restriction on personal and social activities reported by the caregivers. Female gender, race,
educational level and marital status were associated with aspects of emotional distress and
burden of care. Male gender, psychiatric diagnosis and type of schooling needs of the child
were associated were also associated with caregiver burden.
Depressive & Anxiety symptoms
The finding of increased prevalence of anxiety and depressive symptoms amongst caregivers
of mentally ill children in this study is consistent with the literature on caregiver emotional
distress (Angold et al. 1998; Anjuman et al. 2010 and Yusuf et al. 2013). Anjuman and
colleagues reported that 49% of the caregivers showed high burden of care, 56% of
caregivers suffered from anxiety and insomnia, 48% suffered from severe depression and
52% experienced somatic symptoms (Anjuman et al. 2010). In a study in China, parents of
mentally ill children reported additional stress in their life (Liu et al. 2007).
In this current study, being unemployed and female was associated with anxiety and
depression which is consistent with general population studies (Stein et al. 2008) and studies
on caregiver burden (Johnson 2016, Sharply et al. 1997). The results from this study are also
consistent with other literature on caregivers.
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Caregiver factors associated with increased emotional distress include being female, lower
level of education, lower income group and Caucasian race (Houtrow et al. 2011, Chhagan et
al. 2014). Mothers were found to display significantly higher levels of anxiety and burden of
care similar to findings in African and international studies (Raina et al. 2005, Dada et al.
2011 and Horowitz et al. 2011).
Multiple factors may be associated with milder anxiety and depression symptom severity in
this study compared to the literature (Liu et al. 2007 and Ambikile et al. 2012). Possible
explanations include, caregivers were screened at specialist level of care, with access to a
wider range of specialist and allied services, hence improved patient outcomes. Attendance at
specialist clinics also exposes caregivers to others with similar challenges; allowing for
support groups, information sharing and acquisition of improved coping strategies.
Additionally, during the early period of patient care there are often uncertainties relating to
diagnosis, treatment side effects, prognosis and patient symptoms are often more severe as
treatment may not be optimised. These factors contribute to increased anxiety and depressive
symptoms amongst caregivers. In our study children had already received a diagnosis and
were on treatment with the majority on treatment for more than 2 years and this may account
for better adjustment to the caregiving role. The results of this study will require further
research to establish possible protective factors.
Other protective factors for emotional distress in this study may include low report of
perception of stigma, understanding and acceptance of genetic attributions and cultural
explanations for illness, access to support structures such as family and the use of multiple
support structures. Thus local socio-cultural factors may play an important role in stress
adaptation and needs to be further explored. However, in contrast to other studies, marital
status was not found to be protective, rather single status was associated with reduced impact
on emotional distress and caregiver burden (Houtrow et al. 2011). This finding is however
considered with caution due to the small sample size.
28
12
The findings of this study for child correlates associated with caregiver burden and distress
are also in keeping with the literature. Male gender, children with poorer academic
achievement, severity of illness and externalising symptoms place higher demands for care
on caregivers (Dada et al. 2011, Houtrow et al. 2011 and Yusuf et al. 2013).
Burden of Care
The findings of impact on social restrictions, personal wellbeing and economic burden are
similar to a study in Tanzania which highlighted the social, economic, psychological and
emotional challenges experienced by caregivers living with mentally ill children (Ambikile &
Outwater, 2012). The finding of high impact on social restrictions appears to also be
consistent with research in other settings as Liu et al. (2007), reported that over half of
parents indicated that their leisure time was significantly decreased, and over a third of
parents reported that they were reluctant to invite friends into their house since their child had
developed problems (Liu et al. 2007).
Child factors associated with burden of care in this study included having a male child on
treatment and remedial schooling. Emotional distress among caregivers in a Nigerian study
was significantly associated with male gender (Yusuf et al. 2013). Studies have consistently
established that a lower level of education and function of patient predicts a higher level of
burden (Liu et al. 2007, Dada et al. 2011, Yusuf et al. 2013). It is likely that those in
remedial schooling have more severe illness and impairment resulting in greater caregiver
strain.
Caregiver factors associated with increased burden of care in the literature include female
gender and unemployment and are consistent with this study. Caregivers were predominantly
females who reported significantly greater impact on feelings of personal well-being on the
CAIA. Mothers are more likely to miss work and make personal sacrifices to care for sick
children as fathers are generally the primary breadwinners in our local context. Mothers are
also more likely to be at the frontline in engaging and accessing treatment and managing the
child’s behavioural, social and schooling issues (Raina et al. 2004 Anjuman et al. 2010, Dada
et al. 2011, Yusuf et al. 2013).
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Childhood mental health problems are common and disproportionately affect children with
fewer family and health care resources. The role of stigma is presumed to be significant in
this regard, the experience of stigma and correlation with higher levels of caregiver burden in
this study are in keeping with the literature (Mukolo et al. 2010).
Autism Spectrum Disorders (ASD) versus Attention Deficit Hyperactivity Disorder (ADHD)
group
There are many challenges that are associated with raising children with ADHD and/or
autism spectrum disorders. In this study caregivers of ADHD children reported higher
anxiety levels whilst caregivers of children with autism reported greater impact on burden of
care in the income impact and social restrictions domain. The differences reported should be
considered in planning appropriate caregiver interventions for each group.
Donenberg and Baker (1993) evaluated the impact of young children with externalizing
behaviours such as ADHD on their families. They found that compared to parents with
normally developing children, parents with externalizing children reported more negative
impact and less positive feelings about parenting, and higher child related stress (Donenberg
& Baker, 1993).
In ADHD, the lack of impulse control is perhaps the most difficult symptom to manage
socially, as children are often defiant, argumentative, overstimulated and situations can
quickly escalate to problems. Social interactions remove structure and boundaries which are
crucial for ADHD sufferers, predisposing them to disorganisation and distractibility (Rokhill
et al. 2013).  The unpredictability of their behaviours is likely therefore associated with
greater anxiety in caregivers and supported by this study.
Children with autism spectrum disorders are often unable to communicate their needs
effectively, may not understand what’s happening around them and may become easily angry
and frustrated. The need for predictable environments in these children restricts social
activities for their caregivers.
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A lack of adequate social, educational and care facilities for patients with autism who are
unable to attend mainstream schools results in caregivers having to assume full day
responsibilities for these patients possibly accounting for greater economic impact. Hoefman
et al. (2014) described the considerable problems experienced by the parents of children with
autistic spectrum disorders and these included difficulties with managing multiple roles,
financial problems and depressive symptoms. Importantly the higher impact of caring was
associated with higher subjective burden of care and lower family quality of life (Hoefman et
al. 2014). Thus the prevalence of anxiety, depression and caregiver burden appears to be
mediated by several factors.
Study Limitations
This study has several limitations. The limitations included the cross-sectional design,
hospital setting, limited sample size, self-report from a heterogeneous group of caregivers and
children with varying types of mental illness. The urban setting limits generalisability as rural
community samples are not adequately represented in this study and caregivers in these
communities often faces greater challenges in accessing multidisciplinary care, remedial
schooling and support structures.
Children in the pre-diagnosis & pre-treatment phases of care were not included in the study,
and the symptomatic untreated child is often more problematic and these caregivers
experience substantial stress. The use of screening tools and not a diagnostic interview also
limited findings and the results need to be explored further in a larger study.
The study also only included English speaking caregivers only; who were more likely to have
had access to education which was found to be protective against emotional distress and we




This study suggests that caregivers experience increased levels of anxiety and depressive
symptoms and reported caregiver burden particularly in domains of social restrictions and
feelings of personal well-being.
The study reinforces the need to screen all caregivers at all points of child contact with health
services, to ensure optimal outcomes for themselves and their children. Further research is
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Primary School 8 6.6
Some Secondary 38 31.4







Under R1000 3 2.5
R1000-R2500 24 19.8
R5000 – R10000 60 49.6
Over R10000 27 22.3
Unknown 7 5.8
Relationship of caregiver to child
Mother 90 74.4
Father 15 12.4





















Over 12 52 43.0
Number of children in family receiving treatment
One 113 93.4
Two or more 7 5.8
Unknown 1 0.8
Child education




Number of Diagnosis in child
One disorder 94 77.7
Two disorders 22 18.2
3 or more disorders 5 4.1
Duration of treatment in child
Less than two years 32 26.4









N % N %
Psychotic disorders 2 2.1 3 4.5
Bipolar Mood disorders 2 2.1 5 7.5
Depressive disorders 1 1.1 6 9.0
Anxiety disorders 0 0.0 7 10.4
ADHD 56 59.6 19 28.4
Disruptive behaviour disorders 2 2.1 8 11.8
Autism Spectrum disorder 22 23.4 5 7.5
Other 9 9.5 14 20.9
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Table 3: Reports from caregivers of children with ADHD (n= 56) & ASD (n= 22)
Caregiver Scores Mean Score SD Median P Value
Anxiety (GAD 7)
ADHD 5.89 4.648 5.00 0.023
ASD 4.00 4.814 2.50
Depression(PHQ 9)
ADHD 5.57 4.83 4 0.136
ASD 4.14 4.99 3
Income impact (CAIA)
ADHD 0.20 0.842 0.00
ASD 1.17 2.036 0.00 0.004
Restrictions impact (CAIA)
ADHD 1.40 1.912 0.00
ASD 2.72 2.109 4.00 0.001






Child’s other parent 10.5






Chance or bad luck 1.4




Child’s friends / peers 0.0
Neighbourhood/ community 0.0





Anxiety and Depressive symptoms amongst Caregivers of Children with Mental Illness
Aim of the study
Determine the prevalence of anxiety and depression in caregivers of children and adolescents
with mental Illness and identify factors associated with increased risk of emotional distress
and burden of care at two psychiatric clinics in Durban, KwaZulu Natal, South Africa.
Background
Caregiving is a normal part of being the parent of a young child, yet this role takes on a
completely new dimension when caring for a mentally ill child with psychological and or
functional limitations. The foremost challenge for many parents is managing their child’s
chronic health problems effectively whilst coping with routines and requirements of everyday
life.
Burden of Care has been defined as “the presence of problems, difficulties or adverse events
which affect the lives of the psychiatric patients significant others”.1 This is directly related to
the difficulties experienced in the course of caring for the mentally ill child and the chronicity
of such care.  The impact of living with a mentally ill person is felt across multiple facets of
family life, including family interaction, family morale, family routine, family emotional
stress and social dysfunction.  Amongst first degree relatives of mentally ill children, more
subtle distress is propagated by the associated stigma, feelings of guilt and self-blame
creating further distress.
Caregiver strain has 2 dimensions, objective burden is regarded as the observable disruption
of aspects of the caregivers life (financial strain, interruption at work, interruption of social
life), whereas subjective burden is the extent to which the caregiver perceives care
responsibilities to be stressful (anger, sadness, embarrassment, worry, anxiety, stigma).2
Subjective burden is an important predictor of visits to health facilities, as often subjective
distress in the parent results in more frequent visits to health facilities and caregivers seeking
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additional treatment for the child. The impact of the caregiver subjective burden manifested
as repeated visits impacts on health service load without addressing the core problem,
caregiver emotional distress.
Caregivers are not necessarily parents, care is generally provided because of emotional
bonding, guilt, family duty and lack of alternative community based care resources.
As the number of children with mental illness is increasing, the numbers of children requiring
care from relatives is also growing. Consequently there is an increasing demand to
understand the needs of caregivers. Understanding their needs is crucially important for
planning interventions and testing the value of programmes to support caregivers. 2 Since
parental strain has a detrimental effect on parental health (more worry, depression, physical
ill health, and increased smoking and drinking) which in turn may negatively impact on the
child’s mental health, it is important to reduce the caregivers’ burden, so that parents can
provide sufficient care and maintain their own healthy life.2
Objectives
1. Describe the demographic profile of caregivers of mentally ill children attending
psychiatric clinics.
2. Prevalence of anxiety and depressive symptoms in caregivers of children with mental
illness attending at a psychiatric clinic
3. Determine the demographic characteristics of caregivers and children that are
associated with anxiety and depression in caregivers and possibly predict for
emotional distress.
4. Identify the clinical factors which are associated with caregiver anxiety and
depression
5. Measure the level of burden experienced by caregivers on account of their child’s
mental health problems.
6. Evaluate the impact of a child’s mental illness on different domains of family function
and relations.
Hypothesis
A high Level of emotional Distress (depressive and anxiety symptoms) amongst primary
caregivers is associated with caring for children and adolescents with mental illness.
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Literature Review
Previous studies on the on emotional distress in caregivers of children with mental illness
have provided consistent evidence that caregivers of children with chronic mental illness
suffer from moderately high levels of caregiver burden which occur as a result of the
challenges encountered whilst caring for a mentally ill child. Burden is predicted by the
presence of psychiatric co morbidity in the caregiver, level of functioning of the caregiver,
level of functioning of the child, degree of impairment as assessed by the caregiver and
educational level of the child. Lower levels of education of patients showed significant
association and predicated higher burden of care, possibly because those with higher
education levels were better able to care for themselves1.
Anjuman and colleagues noted in a study on caregiver burden that almost half of the
caregivers showed high burden of care and majority experienced mental distress. 49% of
caregivers had high burden of care. 56% of caregivers suffered from anxiety and insomnia,
52% experienced somatic symptoms and 48% suffered from severe depression 2.
A recent Tanzanian study highlighted the social, economic, psychological and emotional
challenges experienced by caregivers living with mentally ill children.  Three major themes
emerged in this study with regards economic challenges, including existing poverty,
interference with income generating activities and extra expenditure due to illness.
Psychological and emotional challenges in this third world setting were similar to those
descried in 1st world setting with caregiver worry over long term consequences for the
affected child. Other key emotional manifestations in this group were sadness, bitterness,
inner pain and difficulty in communicating with their children. Challenges of inadequate
social services mirror the South African context and highlighted the dire need for special
needs school programs and day care facilities. Importantly, the need for synergy amongst
health and social services is raised.3
In a study in China, Liu and colleagues (2007) found that most parents of mentally ill
children experienced pressure in their life, and 97.9% of them had increased anxiety.4
Moreover, over half of parents in their study indicated that their leisure time significantly
decreased, and over a third of them reported that they were reluctant to invite friends into
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their house since their child had developed their problems. Parental feelings of burden and
stigma seem to be evident across cultures4.
In a study in Nigeria on emotional distress associated with caring for epileptic patients, found
high levels of emotional distress amongst caregivers.  Emotional distress in the study is
significantly related to male gender, providing care for a male patient, siblings as caregivers
also experienced higher levels of distress and residing in a rural area is associated with
increased burden 5.
Studies collectively demonstrate the significant burden associated with caring for a mentally
ill individual. Children are dependent on their caregivers for basic needs support, protection
and love. Mental disorders in childhood are often chronic and disturbing, requiring significant
attention and support from caregivers.  Caregivers require support services and screening for
emotional distress to ensure good outcomes for themselves and their children.
Methods
Study Design
A prospective study design is planned. Data will be collected via interviews with caregivers
of children and adolescents attending psychiatric clinics using structured data collection
questionnaires and screening tools.
Study Sites
This study will be conducted at King Dinuzulu Hospital and King Edward VIII Hospital; both
facilities are situated in Durban, Kwa Zulu-Natal, South Africa. Psychiatric services are
offered at a regional level at King Edward VIII Hospital. King Dinuzulu Hospital has an
established child psychiatry unit and child clinics. The 2 hospitals were selected as they are
the only 2 units in Durban with child psychiatrists.
Study Period
Data will be collected over a 12- 18 month period
Study population
The sample will comprise caregivers accompanying a child for consecutive visits to the
outpatient child psychiatry clinic. A diverse population accesses care at both facilities.
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 The population comprises individuals living in urban and peri-urban settings.
 The socioeconomic status of the sample is variable.
Sampling strategy
All consecutive caregivers accompanying children to the child psychiatry outpatient clinics
will be considered.
Inclusion Criteria
 Adult Caregiver (greater than 18 years) – male or female
 Child/children (age 1-18 years) on treatment for mental illness.
 Caregiver must live with the child and be responsible for monitoring treatment in the
child.
 Caregiver willingness to participate in study
 Able to communicate in English.
Exclusion Criteria
 Caregivers on treatment for a mental illness, prior to child receiving psychiatric
treatment
 Mental Retardation in the child
 Current significant general medical illness in the child that requires additional care,
e.g. Human Immunodeficiency Virus or Epilepsy
 History of recent bereavement in caregiver
 History of general medical illness  in caregiver that may contribute to mental illness in
caregiver
Sample size
120 Participants- The sample size was discussed with the statistician. The sample size
represents more than 30% of the clinic population.
Data Collection methods and tools
The child and adolescent clinics at which this study will be conducted are busy and poorly
staffed, resulting in time constraint being a major problem. Brief case finding instruments
with proven diagnostic accuracy have therefore been selected for use in this study.
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The participants will be interviewed using the following instruments:
1. A socio-demographic Questionnaire [APPENDIX  A]
2. The Patient Health Questionnaire (PHQ-9) [APPENDIX B]
3. The Generalised Anxiety Disorder-7 Questionnaire (GAD-7) [APPENDIX C]
4. Child And Adolescent Impact Assessment (CAIA) [APPENDIX D]
The Patient Health Questionnaire (PHQ-9)
The PHQ-9 is a multipurpose instrument for screening, diagnosing, monitoring and
measuring the severity of depression; it incorporates DSM-1V diagnostic criteria with other
leading major depressive symptoms into a brief self-report tool. It is also suitable for use in
screening for depression among parents of children with severe disabilities (Blucker, Elliott,
Warren, & Warren, 2011).
The PHQ9 was designed for use in clinical and medical settings, and uses a four-point Likert
scale (0 not at all,  1 = several days, 2 = more than half the days, 3 = nearly every day) to
gauge responses to questions asking about the respondents mental/emotional health over the
previous 2-week period.
Scores on the PHQ9 can range from 0–27; scores between 0 and 4 indicate no depression, 5–
9 indicate mild depression, 10–14 indicate moderate depression, 15–19 indicate moderately
severe depression, and 20/more indicate severe depression.11 Reliability and validity studies
of the PHQ9 have yielded results indicating sound psychometric properties.
The diagnostic validity of the PHQ-9 was established in studies and internal consistency of
the PHQ9 has been shown to be high. A study involving two different patient populations and
6000 total participants produced Cronbach’s alpha of .86 and .89. Additionally, test–retest
reliability had a high correlation at r= .84 and discriminant validity was established via a
ROC analysis that produced an area under the curve for the PHQ9 of .95 when diagnosing
depression (11). Moreover, criterion validity was demonstrated by both high sensitivity and
specificity for the PHQ9.
In addition, among the 6000 participants who completed the PHQ9, 580 were interviewed by
mental health professionals, and results demonstrated strong agreement between diagnoses
made by the PHQ9 and by the mental health professionals.11
The Generalised Anxiety Disorder-7 Questionnaire (GAD-7)
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The seven item Generalised Anxiety disorder scale has been developed for use in primary
care settings. It is a self- reported questionnaire with demonstrated good reliability, with
sensitivity for diagnosing anxiety (cut point ≥8) of 92% and specificity of 76%.
The GAD-7 has been found to be a good case-finding instrument for GAD, panic disorder,
social anxiety disorder and post-traumatic stress disorder (PTSD), and is the most appropriate
for use in primary care settings The GAD-7 presents a rapid, efficient, reliable and valid
method for detecting the presence of common anxiety disorders independently and when they
are comorbid with Depressive Disorders.8
The GAD-7 scale description: patients rate answers (0=not at all, 1=several days, 2=more
than half the days, 3=nearly every day) to 7 anxiety related questions; how often in the past 2
weeks they felt (1) nervous, anxious, or on edge; (2)easily annoyed or irritable; (3) afraid as if
something awful might happen; (4) worried about different things; (5) restless and unable to
sit still; (6) unable to stop or control worrying; or (7) had trouble relaxing. Score ranges are
from 0–15; with 0–5 mild, 6–10 moderate, 11–15 severe.
Child and Adolescent Impact Assessment [Previously known as The Child and Adolescent
Burden Assessment]
The CAIA is an instrument for the measurement of family burden associated with childhood
psychiatric disorders, designed for use as a research instrument; it has been used in clinical
research studies, such as the ACC Study. The instrument adopts a multidimensional view,
assessing both subjective and objective aspects of burden. It measures burden, specifically for
difficulties and adversities experienced by a family because of a child’s mental illness.12
Psychometric properties of the CAIA have been examined in general population and clinical
samples. Factor analysis demonstrated robust general burden construct in community and
clinical samples.  The internal consistency reliability estimates were high (coefficient alpha >
.80), test retest stability was adequate, criterion related validity was supported in comparisons
of mean burden levels between clinical [Assessing coordinated care, ACC, Burns et al] and
community samples [Great Smokey Mountains Study, Costello et al 1996].12
The CAIA requires approximately 10 minutes for completion. Parents are questioned about
20 potential perceived burdens in relation to their child’s mental illness. The following
domains are covered, Economic impact, impact over family relations, impact over other
relations, restrictions in activities, responsibility for problems and impact on feelings of
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personal well-being. Items are scored on a scale from 0 to3 with the exception of substance
use which is scored 0 to 2. The highest total possible score is 59.13
Data Analysis
The data collected will be captured and subsequently analysed using the Statistical Package
for Social Sciences (SPSS version 21). Descriptive statistics such as frequencies, percentages,
mean and standard deviation will be used to summarize results. Pie chart and bar graphs will
be used to present results. Mann-Whitney test will be used to test if there is any relationship
between depression levels and employment status of the caregiver. Kruskal-Wallis will be
used to test if there depression and anxiety levels are similar across all categories of marital
status. Kruskal-Wallis test will also be used to test if there is a relationship between
depression levels and income levels. Level of significance will be set at 0.05.
Limitations
1. The study is urban based and hospital based, therefore findings may not necessarily
reflect trends in the other settings, this work may lack generalizability to people living
in the community who are not actively seeking or receiving mental health services.
2. Caregivers may be genetically predisposed to mental illness; this may be viewed as a
confounding factor despite controlling for parents with confirmed mental illnesses.
Ethical Considerations
Data will be collected by the researcher and strict confidentiality will be maintained.
Data collection sheets will be coded to maintain confidentiality and PI will not have patient
identifiers on data sheets
Ethical approval will be obtained from the KwaZulu-Natal Biomedical Research Ethics
Committee (BREC).
Approval for the study will also be obtained from the management of the two health
establishments and Department of Health.
This study will be a questionnaire interview with written informed consent (information
document and consent sheet attached). There is no risk to participants except possible
discomfort associated answering distressing questions. Participants have the option of not
answering any question that they find distressing.
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The study will not impact on level of care patients receive irrespective of their participation
The participants will not receive any incentive for participation in the study.
Participants with elevated scores or in distress will be referred to the general psychiatry
doctor at the hospital for further assessment and management.
The records will be kept in rooms with limited access to medical staff only. The results of the
study will be made available to the hospital and department to enhance patient management
and will assist in future programs in this field.
The hospital will not bear any costs associated with the study. All study related costs will be
borne by the PI.
Study Timeline
Prospective review and proposed time frame for study:
Post graduate office submission April 2014
Ethics submission May 2014
Data Collection August 2014
Data Analysis November 2014
Publication March 2015
Budget
Photocopying 1500 Pages x 0.8 =  R 1200
Transport costs for data collection No additional cost to PI
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Statistician Fee Free
Total Costs R 1200
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Appendix 3: Socio-demographic Questionnaire
Participant Study Number:
Site:






































1.8. Number of children:
---------------







Section 2: Child/ clinical factors




2.2. Age of child receiving treatment:
2.3. Gender of child:
Male
Female
























2.6. Duration of Illness in Child
< 2 Years
>2 Years









SECTION 3: Other factors influencing emotional distress





3.2. Stigma experienced by Caregiver / Family
Yes
No
















Appendix 4: Patient Health Questionnaire 9 (PHQ-9)
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Appendix 5: Anxiety Disorder 7 Questionnaire (GAD-7)
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Appendix 6: Child and Adolescent Impact Assessment (CAIA)
CHILD AND ADOLESCENT IMPACT ASSESSMENT
ECONOMIC BURDEN
IF SERVICES RECEIVED IN THE LAST 3 MONTHS, ASK EXPENSES. OTHERWISE, SKIP TO
"LOSS OF INCOME" (PAGE 2).
EXPENSES
The monetary expenses associated with getting services
for child's emotional or behavioral problems. Include costs
of medication.
Do not include income lost because of child's problems,
which is coded under "Loss of Income".
Have there been ANY expenses associated with getting
help for your child?
IF ANY EXPENSES, CONTINUE.
EXPENSES
0 = No expenses.
1 = Expenses but
affordable.
2 = Expenses causing




Have the costs of getting help for your child's problems had
an impact on family budget for other things?
Do you have savings to cover them?
Have you had to cut back on other things to pay for it?
Are they causing any restrictions elsewhere?
Have you had to work extra hours?
Have you or anyone else had to take an additional job?
IMPACT ON EXPENSES
0 = Absent
1 = Using savings.
2 = Necessitate cutting back
on other expenditures.
3 = Necessitate working
additional hours/jobs.
PTA0I02
Have you gone into debt to cover these expenses?




2 = Incurred debts but
envision no serious
problems with payback.
3 = Incurred debts and





Loss of income that results from the need to get
professional services for child's emotional or behavioral
problems or from the need to provide an increased level of
care at home, or from other things directly associated with
the child's problems.
Do not include actual expenditures incurred for the child's
problems, which are coded under "Expenses".
Have your child's problems affected your family's
income?







Have your child's problems affected your paid work?
Have you lost any time at work because of it?
Or have you had to cut down to part-time work?
Or have you been unable to work at all?
Or lost your job?
PARENT #1
0 = No income lost.
2 = Time lost at work or
hours reduced.
3 = Unable to work or lost
job.
PTA1I01
Has "Parent #2's" paid work been affected at all?
Has s/he lost any time at work because of it?
Or had to cut down to part-time work?
Or been unable to work at all?
Or lost his/her job?
PARENT #2
0 = No income lost.
2 = Time lost at work or
hours reduced.
3 = Unable to work or lost
job.
PTA1I02
Has any other family member's work been affected?
Have they lost any time at work because of it?
Or have they had to cut down to part-time work?
Or been unable to work at all?
Or lost their job?
OTHER FAMILY MEMBER
0 = No income lost.
2 = Time lost at work or
hours reduced.
3 = Unable to work or lost
job.
PTA1I04
IF THERE ARE 2 PARENTS IN THE HOUSEHOLD, CONTINUE.
OTHERWISE SKIP TO NEGATIVE IMPACT ON PARENT'S
PREVIOUS RELATIONSHIP (PAGE 3).
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IMPACT ON FAMILY RELATIONSHIPS
NEGATIVE IMPACT ON PARENT'S CURRENT PARTNERSHIP
The impact of the child's emotional or behavioral problems
on the parent's "marital relationship".
Have your child's problems had a NEGATIVE impact on
your relationship with "Parent #2"?
Has your child's problems strained the relationship at all?




0 = No negative effects.
1 = Some negative effects,
but relationship essentially
satisfactory.
2 = Severe negative effects
on quality of relationship
attributed to the child's
problems.





POSITIVE IMPACT ON PARENT'S CURRENT PARTNERSHIP
The impact of the child's emotional or behavioral problems
on the parent's "marital relationship".
Have your child's problems had a POSITIVE impact on
your relationship with your "Parent #2"?
Has having to deal with these problems strengthened that
relationship at all?
IF OTHER PARENT (OP1) CONTINUE, OTHERWISE SKIP TO




0 = No positive effects.





NEGATIVE IMPACT ON PARENT'S PREVIOUS RELATIONSHIP
The impact of the child's emotional or behavioral problems
on the parent's relationship with the child's "Other Parent"
who no longer lives in the home. "Other Parent" may be
either a biological parent who lives elsewhere or another
person who lives elsewhere that has played a significant
part in raising the child.
Did your child's problems contribute to the breakdown
of the relationship between you and "Other Parent"?
Were your child's problems responsible for the
breakdown of the relationship?
Did your child's problems strain the relationship at all?





0 = No negative effect.
1 = Some negative effects,
but breakdown of marital
relationship not influenced
by child's problems.




3 = Child's problems seen





IMPACT ON PARENT'S CURRENT RELATIONSHIP WITH OTHER PARENT
The impact of the child's emotional or behavioral problems
on the parent's relationship with the child's "Other Parent"
who no longer lives in the home. "Other Parent" may be
either a biological parent who lives elsewhere or another
person who lives elsewhere that has played a significant
part in raising the child.
Has your child's problems affected your current
relationship with "Other Parent"?
Have your child's problems had any NEGATIVE impact
on your current relationship with "Other Parent"?
Has your child's problems strained your current relationship
with "Other Parent"?
How much of a strain has it been?
IF EXCLUSSIVE PARTNER OR BOY/GIRL FRIEND,
CONTINUE. OTHERWISE, SKIP TO "IMPACT ON PARENT'S






0 = No negative effect.
1 = Some negative effects,
but the quality of current
relationship not influenced
by child's problems.
2 = Child's problems seen
as contributing to difficulties
in current relationship.
3 = Child's problems seen






NEGATIVE IMPACT ON PARENT'S NON-RESIDENTIAL BOYFRIEND/GIRLFRIEND
The impact of the child's emotional or behavioral problems
on the parent's relationship with his/her steady, but non-
residential, boyfriend/girlfriend.
Have your child's problems had any NEGATIVE impact
on your relationship with your "boyfriend/girlfriend"?
Has your child's problems strained the relationship at all?




0 = No negative effects.
1 = Some negative effects,
but relationship is essentially
satisfactory.
2 = Severe negative effects
on quality of relationship
attributed to the child's
problems.
3 = Child's problems




POSITIVE IMPACT ON PARENT'S NON-RESIDENTIAL BOYFRIEND/GIRLFRIEND
The impact of the child's emotional or behavioral problems
on the parent's relationship with his/her steady, but non-
residential, boyfriend/girlfriend.
Have your child's problems had a POSITIVE impact on
your relationship with your "boyfriend/girlfriend"?






0 = No positive effects.




IF OTHER CHILDREN IN THE HOME, CONTINUE. OTHERWISE, SKIP TO "IMPACT ON
RELATIONSHIPS WITH OTHER FAMILY MEMBERS", (PAGE 61).
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IMPACT ON PARENT'S RELATIONSHIP WITH OTHER CHILD(REN) IN THE HOUSE
The impact of the child's emotional or behavioral problems
on the parent's relationship with other child(ren).
Have your child's problems affected your relationships
with your other child(ren)?
In what way?
Have your child's problems had a NEGATIVE impact on
your relationship with the other child(ren)?
Have your child's problems taken time away from your
contact with the other child(ren)?
Have the problems made it more difficult for you to deal




0 = Neutral or positive
effect.
2 = Subject child's problems
leave parent less time for
other child(ren), but not
otherwise affected.
3 = Subject child's problems
have led to a worsening of
the relationship between
parent and other child(ren).
PTA4I01
Intensity
IMPACT ON RELATIONSHIPS BETWEEN OTHER CHILD(REN) IN THE HOUSEHOLD
The impact of child's emotional or behavioral problems on
the relationships between children.
Include both relationships with the index child and between
other children.
Have your child's problems affected his/her
relationship the other children?
In what way?
Have these problems led to conflicts between the children?






0 = Neutral or positive effect
on relationship.
2 = Subject child's problems
have led to some conflicts
between children.
3 = Subject child's problems




IMPACT ON THE BEHAVIOR OF OTHER CHILD(REN) IN THE HOUSEHOLD
The impact of child's emotional or behavioral problems on
the other children's behavior.
Include both relationships with the index child and between
other children.
Has your child's problems affected the behavior of the
other children at home?
Are the other children getting in more trouble at HOME
because they are acting like him/her?
Are the other children getting in trouble at SCHOOL
because they are acting like him/her?
Are they getting in trouble ELSEWHERE, like at grandma's
house or the store, because they are acting like him/her?
Tell me about the last time.
IMPACT ON OTHER
CHILDREN'S BEHAVIOR
0 = Neutral or positive effect
on other children's behavior.
2 = Subject child's problems
have led other children to
have some behavior
problems and to get into
trouble at home.
3 = Subject child's problems
have led other children to
have some behavior
problems and to get into





IMPACT ON OTHER RELATIONSHIPS
IMPACT ON RELATIONSHIPS WITH OTHER FAMILY MEMBERS
Impact on the child's emotional or behavioral problems on
the parent's relationships with other family members.
Have your child's problems had a NEGATIVE impact on
your relationship with other members of your family?
Tell me what they are like?
Has your relationship with family members gotten
worse because of his/her problems?
Has having to deal with these problems strained your
relationship with your parents?
Your brothers or sisters?
Other close relatives?




0 = Positive or neutral effect.
1 = Some negative effects,
but relationships essentially
unchanged.
2 = Worsening of
relationships attributable to
the child's problems.
3 = Child's problems have




IMPACT ON RELATIONSHIPS WITH FRIENDS
The impact of the child's emotional or behavioral problems
on the parent's relationships with friends.
Have your child's problems had a NEGATIVE impact on
your relationship with your friends?
Tell me what they are like?
Has your relationship with friends gotten worse because of
his/her problems?
Has having to deal with these problems put a strain on your
friendships?
How much worse have the relationships gotten?
RELATIONSHIPS WITH
FRIENDS
0 = Positive or neutral effect.
1 = Some negative effects,
but relationships essentially
unchanged.
2 = Worsening of
relationships attributable to
the child's problems.
3 = Child's problems have






RESTRICTIONS ON FAMILYS SOCIAL ACTIVITIES
Restrictions on family's social life that result from the child's
problems.
Have these problems kept you from doing things
socially with your child?
Are you embarrassed to do things with him/her
because of his/her problems?
Are there places that are harder to go because of these
problems?
Or places that you can't go?




0 = No effect of family's
social life.
2 = Some disruption, such
as family can no longer go
some places because of
child's problems.
3 = Most or all social
activities restricted or




RESTRICTIONS ON PARENT'S PERSONAL ACTIVITIES
Restrictions on parent's personal life and activities that
have resulted from the child's problems. Do not include
changes in employment coded under "Expenses" and
"Loss of Income" or changes in family social structure
coded under "Restrictions on Family Social Activities".
Have your own activities been affected because of
his/her problems?
Have your child's problems changed your social life?
In what way?






0 = Little effect on personal
activities.
2 = Some disruption of
personal leisure activities
due to child's problems,
such as cutting down on
activities or hobbies.
3 = Most or all personal
leisure activities restricted or





Child's problems have resulted in parent's feeling that
others disapprove or blame him/herself and/or his/her
partner.
Are you embarrassed about your child's problems?
Have you felt that others disapprove of you or the way
you handle things?
Do you think others blame you for what has happened
to him/her?
Or avoid you because of your child's problems?
Who is that disapproves of the way you handle your child's
problems?
STIGMA
0 = No stigma perceived.
1 = Embarrassed but does
not feel disapproval or
blame directed at
him/herself.
2 = Parent feels stigmatized
in the eyes of at least some
people.
3 = Parent feels stigmatized







ATTRIBUTION OF CAUSE OF PROBLEMS
Parent's view of what has caused the child's problems,
including attribution to various causes or individuals.
Include self-blame by parent who feels responsible for
having caused the child's problems, or for the child's lack of
progress in dealing with the problems.
I want to ask you what you think are the causes for
these issues.
I want you to tell me if these things "MAYBE,"
"PARTIALLY," or are "COMPLETELY" responsible for
your child's issues.




1 = Vague or indefinite
attribution.
2 = Partially responsible for
child's problems.




Is a physical injury or disability to blame? PHYSICAL
INJURY/DISABILITY
0 = Absent
1 = Vague or indefinite
attribution.
2 = Partially responsible for
child's problems.




Or does s/he have problems because something really




1 = Vague or indefinite
attribution.
2 = Partially responsible for
child's problems.








1 = Vague or indefinite
attribution.
2 = Partially responsible for
child's problems.





Do you blame yourself for any of what has happened?




1 = Vague or indefinite
attribution.
2 = Partially responsible for
child's problems.








1 = Vague or indefinite
attribution.
2 = Partially responsible for
child's problems.




Or child's "other parent"? CHILD'S OTHER PARENT
0 = Absent
1 = Vague or indefinite
attribution.
2 = Partially responsible for
child's problems.




Or other members of your family? OTHER FAMILY MEMBER
0 = Absent
1 = Vague or indefinite
attribution.
2 = Partially responsible for
child's problems.




Or you child's friends and/or peers? CHILD'S FRIENDS/PEERS
0 = Absent
1 = Vague or indefinite
attribution.
2 = Partially responsible for
child's problems.





Or the school? SCHOOL
0 = Absent
1 = Vague or indefinite
attribution.
2 = Partially responsible for
child's problems.




Or neighborhood and community? NEIGHBORHOOD/COMMUNITY
0 = Absent
1 = Vague or indefinite
attribution.
2 = Partially responsible for
child's problems.
3 = Completely or almost
completely responsible for child's
problems.
PTB1I11




1 = Vague or indefinite
attribution.
2 = Partially responsible for
child's problems.




Or God's will? GOD'S WILL
0 = Absent
1 = Vague or indefinite
attribution.
2 = Partially responsible for
child's problems.




Or the work of Satan? SATAN
0 = Absent
1 = Vague or indefinite
attribution.
2 = Partially responsible for
child's problems.





Do you think anything else has been responsible? OTHER
0 = Absent
1 = Vague or indefinite attribution.
2 = Partially responsible for
child's problems.
3 = Completely or almost





IMPACT OF FEELINGS OF PERSONAL WELL-BEING
PSYCHOLOGICAL ADJUSTMENT
Parent's psychological adjustment to child's problems.
I want to ask you how you have been feeling.
Have you been depressed because of his/her
problems?
Have you felt discouraged about his/her situation?
Has that affected your ability to function?
DEPRESSION




2 = Yes, some depression
related to child's condition.
3 = Depression related to
child's condition affecting
ability to function normally.
PTB3I01
Have you been worried about what was happening with
your child?
Has that affected your ability to function?
WORRIES
0 = No increase in worries
attributed to child's
problems.
2 = Yes, some worries
related to child's condition.
3 = Worries affecting ability
to function normally.
PTB3I02
Have you been feeling tired?
Has that affected your ability to function?
TIREDNESS OR ANERGIA
0 = No tiredness attributed to
child's problems.
2 = Yes, some tiredness
related to child's condition.
3 = Tiredness affecting
ability to function normally.
PTB3I03
Have your child's problems made you irritable or quick
to get angry about things?
Has that affected your ability to function?
IRRITABILITY
0 = No irritability attributed to
child's problems.
2 = Yes, some irritability
related to child's condition.
3 = Irritability affecting ability
to function normally.
PTB3I05
Have your child's problems affected your health at
all?
In terms of mental or emotional health?
In what way?
Has that affected your ability to function?
OTHER MENTAL HEALTH
PROBLEMS
0 = No other mental health
problems attributed to child's
problems.
2 = Yes, other mental health
problems related to child's
condition.
3 = Other mental health problems





What about in terms of physical health?
How?
Has that affected your ability to function?
OTHER PHYSICAL HEALTH
PROBLEMS
0 = No other physical health
problems attributed to child's
problems.
2 = Yes, some other physical
health problems related to child's
condition.
3 = Other physical health








0 = No medication for
parent's problems related to
child's condition.
2 = Medication being taken.
PTB4I01





0 = No increase or change in
pattern of usage because of
child's problems.
2 = Child's problems have
led to increase in usage of
alcohol and/or drugs.
PTB4I02
Have you sought help from anyone to assist you in
dealing with the strain?
From family or friends?





0 = Family and/or friends
have been of assistance to
parent in dealing with the
stress of the problems.
2 = Limited assistance.
3 = No assistance.
4 = Parent has not sought
help.
PTB4I03
Have you gotten any professional help to assist you in
dealing with the strain?




0 = No help sought.
2 = Parent has sought help
from a professional for own




Do you feel you have the energy to handle your child's
problems?




2 = Feels some doubts about
own ability to handle all or
most child's problems
adequately.
3 = Feels incompetent to
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Information Sheet and Consent to Participate in MMED Research Project
Dear Caregiver
Good day
My name is Dr. Mayuri Ramdhial; a Registrar in the Department of Psychiatry at the
University of Kwa Zulu Natal and currently employed by the Kwa Zulu Natal Department of
Health.
The family and caregiver are an important support system in the care of a child or
teenager. Caregiving is a normal part of being the parent of a young child, yet this role
takes on additional responsibility when caring for a mentally ill child.
You are invited to consider taking part in a study that involves research to identify
stressors related to caring for a child with mental illness and the impact of such stressors
on caregiver emotional states and quality of life.
This study aims to
 Determine the presence of anxiety and depression in caregivers of children and
adolescents with mental Illness.
 Identify factors associated with increased risk of emotional problems in caregivers.
 Identify factors which are associated with a negative impact on the quality of life
for the caregiver/family of the patient.
This study is being conducted at King Dinuzulu Hospital and King Edward VIII Hospital and
is expected to enroll 120 caregivers.
It will involve an Interview with the Principle Investigator [Dr M Ramdhial] during which
time 4 Questionnaires will be administered The questionnaires are about depressive and
anxiety symptoms and how looking after a child with mental illness impacts on your life..
It is not experimental and does not include invasive procedures and administration of any
treatment. If your answers suggest you need assessment for any anxiety or depression,
then we will refer you to the adult clinic.
The study interview is expected to be approximately 120 minutes. The study is funded by
the principle investigator toward a MMed Degree.
RISKS
Risks of being in the study are possible inconvenience or distress at having to answer
questions. You do not have to answer a question if you feel unable to.
There is no additional cost to you.
POTENTIAL BENEFITS
Whist the study holds no direct immediate benefit to you or the patient; we hope that this
study may contribute to improve knowledge on stress in caregivers.
Participation is entirely voluntary and refusal to participate will not affect your child’s care
and treatment. Your decision will not affect your/ your child’s further treatment or your
relationship with those treating your child in the hospital.
You may stop participation at any time without penalty or loss of benefits to which your
child is otherwise entitled.
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